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The burden of proof: The process of involving young people in 
research











































ods,	 the	 aim	was	 to	 explore	 participants’	 perceptions	 about	 the	 process	 and	 out-
comes	 of	 their	 work	 together.	 The	 importance	 of	 cyclical,	 dynamic	 and	 flexible	
approaches	is	suggested.	Enablers	include	having	clear	mechanisms	for	negotiation	
and	facilitation,	stakeholders	having	a	vision	of	“the	art	of	the	possible,”	and	centrally,	

















Involvement	 includes	 activities	 on	 a	 continuum	 from	 consul-
tative	 tasks,	 through	 to	 “partnership	working,”	 to	 service-	user-	led	
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initiatives.	 Involving	 those	 with	 lived	 experience	 is	 perceived	 as	









The	poor	 reporting	of	 [involvement]	 impact	and	 the	
limited	 consideration	 of	 how	 context	 and	 process	
factors	 affect	 impact	makes	meaningful	 comparison	










Importantly,	 involvement	 in	 health	 research	 has	 also	 been	 de-
scribed	as	occupying	“liminal	knowledge	spaces,”	in	between	estab-
lished	academia	and	novel	practice,	where	difference,	ambiguity	and	



























discourse	 about	 the	 challenges	 and	 benefits	 of	 collaboration	with	
young	 people,	 as	 distinct	 from	 younger	 children	 and	 adults.	 We	























ship	 growing	 steadily,	 the	 group	 had	 over	 20	members,	with	 ac-
tive	participation	 fluctuating	 in	 line	with	examinations	and	other	
commitments.	Most	meetings	had	around	eight	members	present.
The	group’s	work	 into	the	“Transition”	programme	was	facil-
itated	by	 four	 (adult)	 involvement	 facilitators,	one	of	whom	had	
additional	 responsibilities	 as	 involvement	 lead,	 and	 four	 peer	
support	workers	 (PSWs).	The	PSWs	were	 recruited	 from	a	 local	
NHS	youth	group,	to	provide	 input	to	research	tasks	 in	the	first	
1-	2	months,	before	 the	other	young	people	had	been	 recruited.	
They	 then	 offered	 initial	 support	 to	 newly	 recruited	 members.	
The	 PSWs	 became	 embedded	 members	 of	 the	 UP	 Group,	 as	 a	





ery	of	 the	Transition	programme.30	The	 involvement	 lead	was	a	





dards	 against	 which	 to	measure	 involvement	 work	 (two	 are	 cur-
rently	being	developed31,32).	Therefore,	 it	was	considered	that	an	
examination	of	the	“process	factors”	(eg	context;	change	over	time;	







ers	 and	 involvement	 facilitators	 from	 the	 Transition	 programme	






groups	were	 based	 on	 existing	 literature	 and	 developed	 through	
reflective	discussions.
Interviews	were	 recorded,	 anonymized	 and	 transcribed	 verba-
tim.	Focus	groups	were	transcribed	in	real	time	by	two	note-	keepers	
working	 independently	 (ie	 the	 involvement	 lead	 and	 one	 of	 the	
F IGURE  1 Methods	for	focus	groups	
with	(UP	Group)	members
Focus Group 1–Design of the research: How did this influence involvement?
Super-sized board game set up on walls around the room.
“Players” divided into small groups to design a human figure as a paper counter.
Rolling giant dice, player answered the question landed upon and then everyone else 
contributed comments. 
Fun and interactive session covering many questions “quick-fire” but with time for additional 
discussion.
Example questions:
What was it about the Transition study that interested you?
How do you think your work in the UP Group makes a difference to the research?
What are the main things that UP has completed for the research so far?
Focus Group 2–Practical issues: How did these influence involvement?
Tabletop, paper-throwing game.
“Players” wrote out and scrunched up prompt questions provided and put them into a 
large bowl.
Took turns to pick out a question and unfold it. 
After giving answer they scrunched it up again, with it thrown from person to person, 
for all players to answer. 
Boiled sweet taken for every question answered.
Throwing phase was timed with an egg timer, to allow the interactive element, whilst 
managing the length of the session. 
Example questions:
Why did you develop group rules when UP first started?
How has it felt to have continuity of UP members?
When new members have joined UP, what has the group had to do?
Focus Group 3– Involvement approaches
Two life-sized body outlines drawn. 
Discussion prompted around the “voice” that members have and the 
barriers/facilitators to them using their “voice” or their “voice” being heard. 
Prompted a for-and-against format, to ensure debate and discussion. 
Answers written onto the body outlines.
Example questions:
Have (UP) had some choice about what tasks they have taken on?
Are your opinions listened to by the adult researchers?
Thinking about the tasks you were doing two years ago, and the tasks you are doing 
now, have you needed different types of support at different times?
Do you have an example when you have felt unsure about the decision taken by the 
group?–How did you make your views known and what happened in the end?
Focus Group 4–Values and attitudes 
Focus Group facilitator came to the session dressed as an alien. 
Members described to the alien what (the UP Group) is, what it takes to be an 
UP member. 
The alien asked questions about the differences between young researchers and 
adult researchers.
UP members were divided into 2 teams,and each drew an alien that 
would be the perfect young researcher. 
Example questions: 
Who would you say is “in charge”of the work that UP is doing? 
What do you think about the work that the adult researchers are doing on the Transition
study?




























ysis,35	 mapping,36	 analyst	 triangulation37	 and	member	 checking.38 














The	adult	 researchers	understood	 the	 rights	of	young	people	 to	be	
involved	and	the	importance	of	avoiding	tokenism.	They	held	assump-
tions	about	what	they	might	add,	in	terms	of	bringing	new	knowledge	
and	 increasing	 accountability.	Their	 early	hopes	 fitted	with	broader	
moral,	epistemological	and	democratic	arguments	for	involvement	but	
were	often	quite	 abstract	 ideals.	Consequently,	 understanding	how	
best	 to	 involve	 young	 people	was,	 at	 times,	 anxiety-	provoking.	 For	
example,	an	adult	researcher	remembered	a	specific	team	meeting:
There	 were	 different	 views	 if	 I	 remember	 rightly…	




discussions	were	quite	pointed	 really,	with	 a	 couple	
of	people	really	selling	the	merits	of	involving	young	




tribute	within	 a	 “scientific”	 framework.	Bringing	 together	established	























of	 a	 room	 and	 telling	 the	 young	 people	 what	 was	
happening…	I	 think	there	were	still	 tensions	…	and	
it	was	definitely	a	power	 imbalance	-	as	a	manage-
ment	 team	we	need	 to	get	 this	work	done	and	 it’s	









[S]ome	 of	 the	 team	members,	 in	 the	 anxieties	 they	
had	 about	 young	 people	 being	 involved,	 or	 being	
given	 responsibility,	 or	 whatever,	 well	 that’s	 in	 the	
past	because	the	project	team	has	grown	with	it,	and	
has	learnt	from	it	 (AR3:	28-31)
However,	 this	was	not	 about	 a	 key	moment	of	 “conversion”	 but	
rather	a	process	of	learning	over	time.	An	involvement	facilitator	de-
scribed	an	element	of	the	cyclical	process:
Little	 cycles	 all	 the	 time	 where	 you	 think…	 “we’ve	
achieved	collaboration”…	back	to…	“we	are	being	con-
sulted	again”		 (AR8:	281-283)
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Enabling	collaborative	working	was	not	just	about	selecting	appro-









Most	 of	 the	 young	 people	 had	 experience	 of	 accessing	
health-	care	 services	 for	 a	 range	of	physical,	 developmental	 and	
emotional	conditions	and	were	not	used	to	formal	meetings	and	
large	 groups.	 They	 were	 encouraged	 to	 bring	 a	 trusted	 adult	
with	 them,	 and	 some	brought	 a	 parent,	 a	 learning	mentor	 from	
school,	or	 sibling.	Within	2-	3	meetings,	most	 chose	 to	 come	on	
their	own.	Periodically,	mini	“task	and	finish”	cycles	via	email	were	
attempted	between	meetings,	but	the	young	people	did	not	en-
gage	 with	 this.	 They	 soon	 came	 to	 value	 the	 sociability	 of	 the	
face-	to-	face	 meetings.	 In	 informal	 discussions	 over	 time,	 many	




formation	 and	 upskilling	 of	 the	 young	 people.	 Their	 doubts	 and	
anxieties	 focused	on	the	 interface	between	the	adult	 researchers	
and	the	young	people	and	managing	their	 relationships	with	both	
groups.
[We]	were	very,	 very	 clear	what	active	 involvement	
was	and	it	wasn’t	about	changing	the	hearts	and	minds	
of	the	management	team,	because	they	truly	believed	
they	 needed	 to	 actively	 involve	 the	 young	 people.	
They	 probably	 just	 hadn’t	 used	 such	 an	 embedded	
approach…	in	the	past	and	I	think	it	often	challenged	
some	 of	 their	 beliefs	 and	 values	 around	 how	much	
empowerment	to	give	young	people.		 (AR8:	205-210)
A	further	comment	from	a	young	person	reflected	upon	the	chal-
lenge	 of	 accommodating	 differences	 and	 using	 them	 as	 reflective	
mechanisms	for	exploring	new	ways	of	working.





To	 support	 such	 a	 coming	 together,	 the	 facilitators	 required	
experience	of	 involvement	methods	and	an	ability	 to	effectively	












efits	 to	 the	 research-	…	what	 identity	 did	 the	 group	










and	 assimilate	 various	 views);	 sensitivity	 (eg	 to	 convey	 outcomes	
that	did	not	meet	with	initial	expectations);	negotiation	skills	(eg	to	
manage	points	of	power,	responsibility	and	decision	making);	reflex-
ivity	 (ie	 to	move	 between	 representing	 the	 young	 people’s	 views	
and	expressing	 their	 own	opinions);	 and	pragmatism	 (eg	balancing	
the	desire	for	a	priori	conceptual	alignment	with	getting	on	with	the	
work	of	task	delivery).	They	were	aware	of	the	importance	of	their	
debriefing,	 reflective	discussions	as	a	 team,	 to	enable	them	 in	 this	
work.
It	was	very	much	about	keeping	a	strong	foundation	
about	 the	 core	 beliefs	 around	 involvement,	 but	 ac-
tually	 being	 pragmatic	 as	 to	 how	we	were	 going	 to	
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of	fighting	for	funding,	fighting	for	a	role,	fighting	for	
evidence	 based	 literature,	 fighting	 for	 their	 place	 in	
research,	 proving	 something	 or	 adding	 value	…	 and	
then	 involvement	strips	all	 that	back	again,	because	
















people]	up	first	was	 just	terrific,	 it	 just	set	the	tone.	
	 (AR5:	157-163)
In	 this	 way,	 we	 see	 a	 shift	 from	 involvement	work	 rendered	 as	
potentially	 tokenistic	practice	 to	being	positioned	as	something	that	
framed	the	direction	of	that	event.




been	 anticipated	by	 the	 adults.	 They	 also	had	 a	work	 stream	 that	
they	led	on,	around	the	scope	and	utility	of	health	passports	as	a	tool	
for	young	people	using	health-	care	systems.	They	were	supported	

























[T]hat	 for	 me	 was	 the	 single	 thing	 that	 was	 most	
powerful,	 a	 couple	of	 young	people	 [Peer	Support	
Workers]	 being	 able	 to	 articulate	 their	 own	 views	
and	 the	 views	 of	 others	 at	 a	 very	 practical	 level,	
talking	about	how	 the	young	people	 felt	 and	what	
the	 young	 people	 said	 they	 would	 be	 able	 to	 do.	
	 (AR4:	49-53)
The	PSWs	reflected	that	at	such	times,	they	seemed	able	to	“sur-
prise”	 the	 adult	 researchers,	 as	 they	demonstrated	 the	 value	of	 the	
young	people’s	work.
However,	 this	 transformation	 in	 perception	 seems	 to	 have	oc-
curred	even	more	powerfully	when	the	adult	 researchers	engaged	
with	the	UP	Group	members	directly	and	not	via	proxies.	They	rou-






meeting	 we	 attended	 when	 they	 were	 presenting	
the	results	of	their	 initial	consultations	about	health	
passports	…	 it	was	a	 really	skilled	piece	of	 (I.T.)	pro-
gramming	…it	was	 just	admirable	to	see	what	they’d	
produced.		 (AR5:	175-185)
Having	 a	 proxy,	 some	 form	 of	 mediator,	 likely	 helps	 to	manage	








and	all	 those	kind	of	 things	but	unless	we	have	 this	
live	 experience	 and	 the	 interactions,	 I	 think	 it’s	 our	
loss.		 (AR9:	619-624)
The	 young	 people	 also	 highlighted	 the	 importance	 of	 face-	to-	
face	 interactions.	When	asked	 if	 they	 thought	 the	adult	 researchers	

















young	 people	 offered	 a	 “real-	life”	 view,	 with	 a	 multidimensional	
narrative	 being	 achieved:	 “The	 whole	 is	 greater	 than	 the	 parts.	
By	 their	 angle	 coming	 in	 as	well,	 it	makes	 the	whole	 thing	much	







whatever	our	 ambitions	 at	 the	 start,	we	 succeeded.	
Whether	or	not	it	looks	like	what	it	was	meant	to	look	
like	(pause)	but	I	think	that’s	fine	with	public	engage-
ment	…	 I	 think	we	should	have	 that	more	emergent	
agenda,	rather	than	a	“we	will	do	this	and	then	we	will	
do	this.”		 (AR6:	677-671)























in	writing	 pieces	 for	 publications,	 or	 being	 involved	















In	 this	 study,	 a	need	 for	 cyclical,	dynamic	and	 flexible	approaches	
to	 involvement	 working	 is	 suggested.	 The	 face-	to-	face	 work	 of	
building	 relationships	 is	 highlighted,	 along	with	 the	 need	 to	 focus	
on	the	emotional,	as	well	as	the	practical	issues	that	arise.	We	sug-
gest	that	this	is	likely	to	be	relevant	to	all	 involvement	work,	but	a	
central	 challenge	 is	 to	understand	how	approaches	might	need	 to	
be	adapted	when	working	with	young	people	in	research,	as	distinct	
from	younger	children	and	adults.









ward.	 They	 demonstrated	 an	 understanding	 that	 avoiding	 doubts	
and	difference,	no	matter	how	appealing	a	way	forward	this	seemed	
at	times,	was	not	likely	to	be	helpful.
Exploring	 the	 utility	 of	 critical	 discourse	 in	 social	 science,	
Burman40	 argues	 that	 by	 assuming	 universalities	 and	 overlooking	
differences,	 rather	 than	exploring	ambiguity	and	variety,	we	reach	
8  |     DOVEY- PEARCE Et Al.







Our	 findings	 suggest	 that	 in	 order	 to	 achieve	 such	discourse,	
continued	 reflexive	 appraisal	 is	 required	 to	 realize	 potential	 dif-





proxies;	 central	 tasks	 for	 involvement	 facilitators;	 the	 PSW	 role;	
and	using	commissioning	briefs	and	other	ways	to	support	“leaps	of	
faith.”	Other	mechanisms	have	been	described	in	studies	of	adult	




within	which	 these	 actions	 need	 to	 be	 enabled.	 Current	 involve-
ment	practice	can	be	seen	as	occurring	within	transformative	“lim-
inal	spaces”	where	fundamental	contradictions	can	arise,	requiring	
communicative	 rather	 than	 instrumental	 action.13	 An	 overly	 pre-
scriptive	 use	of	 guidance	 to	 pre-	specify	 the	 structure	of	 involve-
ment	work	should	be	guarded	against,	as	it	does	not	show	us	how	
to	manage	all	various	challenges	and	emergent	opportunities	that	
involvement	 working	 presents,44	 especially	 when	 working	 with	
young	people.





of	 the	work	might	 succeed	 and	 some	might	 not.	 Any	 learning	 is	
taken	 forward	 into	 the	 next	 sprint	 cycle.	 Such	 a	 cyclical	 pattern	
was	described	within	our	findings,	and	the	involvement	facilitators	
seemed	 to	 describe	 their	 requirement	 for	 an	 agile,	 reflexive	 skill	
set.	 Fox46	 also	 describes	 agility	when	 involving	 young	 people	 in	
research:
Spaces	 which	 are	 constantly	 shifting,	 where	 young	




The	openness	and	 transparency	 required	 for	 such	agile	and	 lim-
inal	ways	of	working	is	articulated	in	this	study,	with	a	suggestion	that	
academics	need	to	let	go	of	aspects	of	the	“professionalized	self.”	It	is	






researchers.47	 Face-	to-	face	 working	 is	 suggested	 in	 this	 study	 as	 a	
key	mechanism	for	exploring	the	“liminal	knowledge	spaces”	between	










social	 experiments	 where	 any	 [involvement]	 practice	 is	 legitimate…	
[and]	…the	determinism	of	top-	down	control	by	experts”.50	However,	it	
is	suggested	that	currently,	no	easy	consensus	will	be	reached:
Both	 literature	 and	practice	 remain	mired	 in	 a	 ‘con-
ceptual	 muddle’…and	 the	 principles	 underlying	 the	
why,	whom	and	how	of	(involvement)	remain	confus-
ing	and	contradictory.49
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